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AN OVERVIEW OF LONG-TERM CARE SERVICES
AND SUPPORT IN AMERICA
W. Thomas Smith*
I.

INTRODUCrION

Max, a twenty-one year-old former Marine, was driving his girlfriend
Patty home on a beautiful moonlit evening in 1959 when he lost control of
his car.' Max had recently removed the roll bar from his Austin Healy
Sprite in case Patty wanted the top up.2 The car overturned; Patty was
thrown clear, but Max was pinned underneath the vehicle.' A friend who
was following behind the couple was able to lift the car off of Max.4 Max
broke his neck in the accident and became a quadriplegic.5 Max's mother
cared for him in the family home for four years, but it became difficult to
find attendant care services.6 It was clear that Max would need to move
into a nursing home.7 Max moved into a place outside of St. Louis, Missouri run by Franciscan brothers. He was twenty-five and "scared stiff."'
People would visit other residents of the facility on Sundays; however,
Max's friends were in college or had left the area. 9 He was alone.10 Thankfully, Max's story has a happy ending - he fell in love and later married a
young physical therapist and they started a family." Max also went on to
start an organization that advocates independent living for people with
disabilities. 12
There were very few options in 1959 for individuals like Max - young
and living with a disability. The choice essentially was between having a
friend or family member care for them or to enter a nursing home. Boy,
how times have changed. . .or have they?
Admittedly, the number of institutions equipped to handle the challenges of those living with disabilities have increased in number and in
* W. Thomas Smith is a clinical assistant professor in the Pharmaceutical Outcomes and Policy
Department at the University of Florida College of Pharmacy, specializing in health care issues
impacting persons with disabilities. Professor Smith also serves as a Commissioner with the American
Bar Association Commission on Mental and Physical Disability Law.
1. Jeannette B. Cooperman, Uncommon Knowledge-Max Starkloff, ST. Louts MAGAZINE
(Sept. 2006), http://www.stimag.com/media/St-Louis-Magazine/September-2006/Uncommon-Knowledge-Max-Starkloffl.
2. Id.
3. Id.
4. Id.
5. Id.
6. Id.
7. Id.
8. Id.
9. Id.
10. Id.
11. Id.
12. Id.
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scope. Many of these facilities today have trained health care specialists on
staff to handle a wide range of disabling conditions, including those caused
by spinal cord injuries, trauma, and infection. Specialty institutions exist
that focus primarily in caring for individuals with similar conditions such as
cognitive impairments. These institutions play a vital role in caring for
functionally-challenged persons or for those who have suffered strokes.
Yet, many of these individuals, especially younger, working-age men and
women, prefer to access long-term care services and support outside of institutions. And, admittedly, the number of individuals providing such care
has grown considerably since the time of Max's accident; however, noninstitutional care is just as far out of the reach of many today as it was in
the 1950s.
This paper will explain some of the reasons that access to long-term
care outside of institutional settings is both desired and problematic. Section II explains the characteristics of those individuals in need of long-term
care. Section III illustrates the nature of long-term care services and supports. Section IV describes the settings in which long-term care is provided
and the individuals who deliver such care. This section explains the impact
of the Informal Support Model, which utilizes informal, un-paid care from
relatives and friends, and the Independent Living Model, which advocates
the use of personal assistants to promote autonomy, dignity, and independence have upon the delivery of long-term care. Section V explains the
means by which those with functional limitations finance long-term care
both in and out of institutions. Section V first discusses the state of longterm care insurance in this country today and then explains the insurance
model (the "disability model") preferred by persons with disabilities and
their advocates. Finally, this section highlights the essential elements of the
CLASS Act, a provision within the Patient Protection and Affordable Care
Act amended by the Health Care and Education Reconciliation Act of
2010, and discusses the Act's advantages and disadvantages.
II.

CHARACTERISTICS OF THOSE IN NEED OF LONG-TERM CARE
SERVICES AND SUPPORTS

In the mid 1990s, the "Health Care Financing Administration estimate[d] that approximately 42.6 million people," or 16 percent of the overall "United States population, have a physical or mental disability."1 3 In
2000, "an estimated 9.7 percent of civilian. . .non-institutionalized, men and
women, aged 16-64" in this country "reported a sensory, physical, mental,
or self-care disability."1 4 In 2008, "an estimated 12.1 percent of. . .noninstitutionalized, male or female, all ages, all races, regardless of ethnicity,
13. Marshall B. Kapp, Enhancing Autonomy and Choice in Selecting and Directing Long-Term
Care Services, 4 ELDER L. J. 55, 57-58 (1996).
14. W.A. Erickson & C.G. Lee, Disability Statistics from the Decennial Census 2000, CORNELL
UNIVERSITY

REHABILITATION RESEARCH

AND TRAINING

CENTER ON DISABILITY DEMOGRAPHICS

AND STATISTICS (Apr. 2005), http://ilr.cornell/edu/edildisabilitystatistics/reports/census.cfm?statistic=1.
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with all education levels in the United States reported a disability."" Finally, in 2009, "an estimated 8.1 percent of civilian. . .non-institutionalized,
American men and women, aged 18-64 reported a work limitation."'" Approximately twelve million Americans of all ages, institutionalized or noninstitutionalized, need some kind of long-term care as a result of functional
limitations involving basic life activities." "Long-term care refers to a
broad range of services and supports for people who need assistance for 90
days or more, including those with chronic illnesses and a variety of disabilities."" Long-term care issues will be explored in depth below.
An estimated ten to eleven million of the individuals who need longterm care services and supports reside in the community, and about 1.5 to
2.3 million of them reside in nursing homes.1 9 About one quarter of those
elderly individuals and persons with disabilities living in the community are
severely impaired and in need of long-term care;20 yet, there is a "much
higher rate of cognitive impairment among those living in nursing
homes." 21 Also, the likelihood of needing long-term care rises with age,
which leads many to erroneously conclude that the overwhelming majority
of the long-term care population is elderly; however, this is not the case. In
fact, nearly as many people who need long-term care services and supports
are under age 65 as are above it - about 42 percent and 58 percent respectively. 22 Yet, this may change as the nearly 77 million baby-boomers age.
Nonetheless, because both the working-age (ages 18 to 64) and elderly disabled populations are growing rapidly, the number of people who require
long-term care services and supports is increasing dramatically.
Changes in demographics, namely the aging of our citizenry, are sure
to tax the country's already frail and fragmented long-term care delivery
system. More elderly people are expected to reach advanced ages (85 and
older) today "because of declining mortality rates."2 3 The elderly, who
15. W.A. Erickson & S. von Schrader, Disability Statistics from the 2008 American Community
Survey, CORNELL UNIVERSITY REHABILITATION RESEARCH AND TRAINING CENTER ON DISABILITY
DEMOGRAPHICS AND STATISTICS (Mar. 2010), http://ilr.cornell/eduledildisabilitystatistics/reports/acs.
cfm?statistic-1.
16. W.A. Erickson & S. von Schrader, Disability Statistics from the Current Population Survey,
CORNELL UNIVERSITY REHABILITATION RESEARCH AND TRAINING CENTER ON DISABILITY
DEMOGRAPHICS AND STATISTICS (Mar. 2010), http://ilr.cornell/eduledi/disabilitystatistics/reports/cps.
cfm?statistic=prevalence.

17. Kapp, supra note 13, at 55; Judith Feder, Harriet L. Komisar, Marlene Neifeld, Long-Term
Care in the United States: An Overview, 19 HEALTH AFFAIRS 40, 41 (2000).
18. Terence Ng, Charlene Harrington, & Martine Kitchener, Medicare and Medicaid in LongTerm Care, 29 HEALTH AFFAIRS 22, 22 (2010).
19. Kapp, supra note 13, at 58; H. Stephen Kaye, Charlene Harrington, & Mitchell P. LaPlante,

Long-Term Care: Who Gets It, Who Provides It, Who Pays, And How Much? 29 HEALTH AFFAIRS 11,
19 (2010); Feder et al., supra note 17, at 41.
20. Feder et al., supra note 17, at 41.
21. Kaye et al., supra note 19, at 19-20.
22. J. Damron-Rodriguez, Case Management in Two Long-Term Care Populations:A Synthesis of
Research, 2 J. CASE MGMT. 125, 125 (1993); Kaye et al., supra note 19, at 13; Feder et al., supra note 17,
at 41.
23. CONGRESSIONAL BUDGET OFFICE, PROJECTIONS OF EXPENDITURES FOR LONG-TERM CARE
SERVICES FOR THE ELDERLY (Mar. 1999), http://www.cbo.gov/doc.cfm?index=1123&type=O.
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made up about just under 13 percent of the overall US population in 1995,
will rise to about "20 percent in 2040."24 "More important," however, "the
population over age 85 - the segment most likely to require long-term care
- will grow to over three times its current size by 2040."125 Moreover, the
Department of Health and Human Services estimated in 2009 that "about
nine million" Americans "over the age of 65 will need long-term care," and
this number is expected to increase to about twelve million by 2020.26 Current estimates "suggest that the demand for long-term care among the elderly will more than double in the next thirty years. "27 About two-thirds of
those who turned 65 in 2005 need or will need some long-term services in
their lives.2 8 Those 65 and older will require long-term care assistance for
an average of three years over their remaining lifetimes.2 9 Much of this
care will be provided at home, often by family members on a gratis basis,
but 37 percent of current 65-year-olds will need care in the assisted living
facility or a nursing home.3 o "This growth will certainly exacerbate concerns about balancing institutional and non-institutional care, assuring
quality of care, integrating acute and long-term care, and - perhaps most
important - adopting and sustaining financing mechanisms that equitably
and adequately protect people who need long-term care.""
III.

NATURE OF "LONG-TERM CARE" SERVICES AND SUPPORTS

As Americans live longer, they are more likely to develop age-related
disabilities that limit their autonomy and ability to live independently.3 2
Consequently, these aging individuals, as well as younger persons with disabilities, oftentimes must depend upon others for daily life functioning on a
long-term basis. 3 3 The personal support and services provided to the elderly with limited capacity and other adults with disabilities is referred to as
"long-term care." 34 "Long-term-care refers to a broad set of paid and unpaid services for persons who need assistance because of a chronic illness
or physical or mental disability." 35 The "assistance may be delivered" in
one's private home, a nursing home or other congregant care setting, such
24. Id.
25. Id.
26. U.S. DEPARTMENT OF HEALTH AND HUMAN SERVICES, LONG-TERM CARE (Mar. 2009), http:/
/www.medicare.gov/longTermCare/static/home.asp.
27. Feder et al., supra note 17, at 41.
28. Lisa Alecxih, Peter Kemper, & Harriet L. Komisar, Long-Term Care over an Uncertain Future: What Can Current Retirees Expect? 42 INQUIRY 335, 341,342 (2005).
29. Id. at 342.
30. Id. at 343.
31. Feder et al., supra note 17, at 41.
32. See Alison P. Barnes & Lawrence A. Frolick, An Aging Population:A Challenge to the Law,
42 HASTINGS L.J. 683, 694-96 (1991).
33. Richard L. Kaplan, Business Law Forum: The Aging of The Baby Boomers and America's
Changing Retirement System Forum Article, 11 LEWIS & CLARK L. REV. 407, 437 (2007).
34. John Iglehart, Long-Term Care Legislation at Long Last? 29 HEALTH AFFAIRS 8, 8 (2010);
see generally Robyn I. Stone, Providing Long-Term Care Benefits in Cash: Moving to a Disability
Model. 29 HEALTH AFFAIRS 96, 97 (2001).
35. Feder et al., supra note 17, at 41; see generally Stone supra note 34, at 97.
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as an assisted living facility or group home.36 The goal of long-term care in
this population is to achieve and maintain the best quality of life possible,
for as long as possible, as well as address the clinical and functional needs
of these individuals."
"In contrast to acute medical care, long-term care helps those individuals with chronic conditions manage their daily lives in relative comfort
and security. "38
Long-term-care consists primarily of personal assistance
with activities of daily living (ADL'S) or instrumental activities of daily living (IADL'S). ADL's are routine tasks of
life, usually considered to include eating, bathing, dressing,
getting into and out of bed or a chair, and using the toilet.3 9
IADL's are additional activities necessary for independence
such as preparing meals, managing medications, housecleaning, transportation, financial management, or shopping for
groceries.4 0
"Long-term-care also encompasses a wide range of assistive technologies ranging from canes, walkers, and wheelchairs to computerized medication reminders and alarm systems designed to minimize falls." 4 1 "Longterm-care may even include skilled and therapeutic care to treat and manage these chronic conditions." 42
IV.

DELIVERY OF LONG-TERM CARE SERVICES AND SUPPORTS

"Long-term-care covers a variety of levels of care, including nursing
home care, assisted living facility care and home health care." 43 Yet, contrary to general belief, most long-term care services and support are not
provided in institutional facilities, such as nursing homes. In fact, only
about "15 percent of long-term care is provided in a nursing home setting." 4 4 The majority of long-term care is delivered in the home or in community-based settings, such as assisted living facilities, adult homes for
36. Howard Gleckman, Long-Term Care Financing Reform: Lessons from the U.S. and Abroad,
at V (Feb. 2010), http://www.commonwealthfund.org/-/media/Files/Publications/Fund%20Report/2010/Feb/1368-Gleckman-longterm-care-financing-reformiessons_US_
abroad.pdf.
37. Stone, supra note 34, at 97.
38. Gleckman, supra note 36, at 1.
39. Feder et al., supra note 17, at 42; Stone, supra note 34, at 97; Kapp, supra note 13, at 58; see
H. Stephen Kaye et al., U.S. Dep't of Education, Nat'l Inst. on Disability & Rehabilitation Research,
Trends in Disability Rates in the United States, 1970-1994 (1996).
40. Feder et al., supra note 17, at 42; Stone, supra note 34, at 97; Kapp, supra note 13, at 58.
41. Stone, supra note 34, at 97.
42. Feder et al., supra note 17, at 42.
43. Michael A. Kirtland, Considerationsin PurchasingLong-Term Care Insurance. 64 ALA. LAW.
188, 189.
44. Id.
THE URBAN INSTITUTE,

MISSISSIPPI COLLEGE LAW REVIEW

392

[VOL. 29:387

public assistance residence, and home care."4 5 The US General Accounting Office has defined home and community-based long-term care services
as "health, personal care, and social services provided over a sustained period to persons who live outside of congregant residential settings and who
have lost some capacity for self-care because of a chronic condition or illness."4 6 "[M]ost Americans prefer informal, in-home or community care
over professional or institutional care. .. "47 The United States Supreme
Court recognized this preference in 1999 in Olmstead v. L.C.48 In the past
decade, as a result of Olmstead, the federal government has provided a
number of initiatives and resources to assist states in complying with the
Court's ruling to increase access to home and community-based services.4 9
The Olmstead Court held that individuals have the right to live at home or
in the community if they are able to and choose to do so, rather than to be
placed in institutional settings by the government.5 0 Accordingly, there is a
growing demand by individuals for home and community-based long-term
care services in the United States.
A.

Informal Support Model

The elderly and persons with disabilities who require long-term care
services and support and have limited means generally receive their personal care under the "informal support model." Under this model, family
members and friends provide uncompensated in-home assistance to their
loved ones.5 2 Studies estimate that anywhere from 27 million" to more
45. David Barton Smith & Zhanlian Feng, The Accumulated Challenges of Long-Term Care, 29
HEALTH AFFAIRS 29, 33 (2010).
46. U.S. GEN. ACCOUNTING OFFICE, LONG-TERM CARE: STATUS OF QUALITY ASSURANCE AND
MEASUREMENT IN HOME AND COMMUNITY-BASED SERVICES 1 (1994).

47. Diane Lourdes Dick, Tax and Economic Policy Responses to the Medicaid Loan-Term Care
FinancingCrisis:A behavioral Economics Approach. 5 CARDOZO PUB. L. POL'Y & ETHICS J. 379, 385
(2007).
48. Olmstead v. L.C., 527 U.S. 581 (1999).
49. See Centers for Medicare and Medicaid Services. Medicaid State Waiver Program Demonstration Projects - General Information, http://www.cms.hhs.gov/MedicaidStWaivProgDemoPGI/ (last
visited Apr. 21, 2010).

50. Olmstead, 527 U.S. at 587.
51. Martin Kitchener, et al., Medicaid Home and Community-Based Services: NationalProgram
Trends, HEALTH AFFAIRS 206, 206-12 (2005); P. Short & J. Leon, U.S. DEP'T OF HEALTH & HUMAN
SERVS., USE OF HOME AND COMMUNITY SERVICES BY PERSONS AGED 65 AND OLDER WITH FUNCTIONAL DFicuLnEs, NATIONAL MEDICAL EXPENDITURE SURVEY, RESEARCH FINDINGS 5 (1990); Alison Barnes, The Policy and Politics of Community Based Long-Term Care, 19 NOVA L. REV. 487, 493500 (1995).
52. Kaye et al., supra note 19, at 20 ("About 9/10 of the community-dwelling long-term-care
population relies on a family member, relative, friend, or volunteer as the primary source of help with

daily activities"); David G. Stevenson, et al., The Complementarity of Public and Private Long-Term
Care Coverage, 29 HEALTH AFFAIRS 96, 97 (Most of the almost 10 million people who need supportive
services get by at home, with unpaid help from family and friends); see generally Rosalie A. Kane, et al.,
THE HEART OF LONG-TERM CARE 119 (Oxford Univ. Press 1998) (Many of the services are provided
without charge by family members, friends, members of a religious community, or some other affinity
group); Kapp, supra note 13, at 60 (Loved ones provide an estimated 80% of long-term care, typically
within the home).
53. Peter S. Arno, et al., The Economic Value of Informal Caregiving, 18 HEALTH AFFAIRS 184,

185 (1999).
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than 50 million 54 people annually provide care for a family member or
friend who is either chronically ill, elderly or has a disabling condition.
Informal support is most effective when friends and family members
are willing and able to supplement the services of paid caregivers. 5 However, the reality is that most elderly and people with disabilities cannot
afford to use paid help and have no other choice but to rely upon family
and friends to provide care."6 This leaves them with very little, if any, control over the delivery of the services upon which they depend.57 Consequently, these individuals are at the mercy of their caregivers, which
oftentimes means that they do not receive services and support in a timely
manner. For many, depending upon loved ones for care leaves them feeling vulnerable, frustrated, and humiliated. These individuals are essentially
stripped of all independence and autonomy. As a result, their physical and
mental health declines.
Caregivers may also suffer under the informal support model. According to Professor Andrew Batavia, "Such caregivers often must forgo
economic and personal opportunities due to these responsibilities, and
some develop health problems as a result of the physical and emotional
burdens."" "A 1996 survey of unpaid caregivers" ages 50 and up "who
worked or had worked," revealed that many caregivers needed to make
adjustments in their work schedules or work fewer hours.5 9 Some respondents retired "early or quit," and about fifteen percent of them experienced
"physical or mental problems" stemming from their caregiving.o Also,
critics of the informal support model indicate that caregivers who are not
able to pursue their interests often end up resenting their loved ones."
1. Independent Living Model
Indeed the lion's share of noninstitutionalized long-term care is provided informally in the home by unpaid family members and friends. 62
However, because the informal support model fosters dependence, individuals with disabilities and their advocates support the use of paid caregivers.
54. Iglehart, supra note 34, at 8.
55. See generally Lawrence A. Frolik, RESIDENCE OPTIONS FOR OLDER OR DISABLED CLIENTS
12-3 (ABA, 3d ed. 2008) (discussing residential options for senior citizens).
56. Andrew I. Batavia, A Right to Personal Assistance Services: Most the Independent Living
Model of Long-Term Care. 27 AM. J. L. & MED. 17, 19 (2001).
57. Id. at 19.
58. Id. at 18.

59. Feder et al., supra note 17, at 45 (citing National Alliance for Caregivers and AARP Family
Caregivers in the U.S.: Findings from a National Survey (Bethseda, Md.: NAC and AARP, 1997)).
60. Feder et al., supra note 17, at 45.
61. See generally Margaret Nosek, PersonalAssistance Services: A Review of Literature and Analysis of Policy Implications, 2 J. DISABILITY POL'Y STUD. 1 (1991).
62. NAT'L ALLIANCE FOR CAREGIVING, CARING TODAY, PLANNING FOR TOMORROW 1 (1999),
http://www.caregiving.org/datalarchives/nacguide.pdf (A report published by the national Alliance for
Caregiving estimated that such informal care constitutes almost 80% of all long-term care provided to
older Americans).
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In situations where funding is available, non-medical personnel may be utilized to provide long-term care services and supports. This care is colloquially referred to as "homecare" and "Personal Assistance Services (PAS)."6 3
"Homecare" applies to an enormous range of accommodations, all of
which involves some version of bringing assistance into the residence of an
older person or person living with a disability."' Although homecare may
involve medical and skilled nursing interventions, typically, it does not.
Homemaker workers or certified nurse assistants tend to provide homecare
or environmental services, such as meal preparation and light housekeeping, as well as assist in the performance of other IADL'ss PAS "is delivered by workers referred to as personal assistants," who are not trained
health care workers, and "consists of assistance with basic ADLs."6 6 Routinely, however, PAS and homecare services are combined in their actual
delivery to the patient-client in order to maintain the individual's well-being, personal appearance, comfort, safety, and interaction outside of the
home.67
Consumer-directed PAS under the independent living model of longterm care is growing in popularity, particularly among younger individuals
with physical disabilities and chronic conditions. 68 The independent living
model is consumer-oriented and focuses upon independence, autonomy,
and empowerment when it comes to personal assistance and homemaker
issues. 69 "Typically, a consumer advertises for personal assistants in a local
newspaper, interviews them, and informs them of requirements and benefits of the position."7 0 Thus, the recipient of these services is an autonomous self-directed "consumer" of services (not a patient) who manages and
directs her own care. The independent living model is used generally by
working-age people "with disabilities who are gainfully employed and who
pay for long-term the services out-of-pocket, as well as by paralyzed veterans and some Medicaid recipients in states that permit payment for longterm care under this model."7 2
The Independent living model is based directly on the philosophy of
the independent living movement, which assumes that the consumer with
functional limitations is a self-directed, independent consumer of services
63. Kapp, supra note 13, at 60.
64. See generally Kane, et al., supra note 52, at 114-15.
65. See generally Frolik, supra note 32, at 11-19; Kapp, supra note 13, at 58.
66. Kapp, supra note 13, at 60.
67. See Andrew I. Batavia et al., Toward a National PersonalAssistance Program: The Independent Living Model of Long-Term Care for Persons with Disabilities,69 J. HEALTH & POL. POt'Y & L
523, 530 (1979).
68. Kapp, supra note 13, at 65; Batavia, supra note 56, at 17-18.
69. See generally Batavia, supra note 67, at 523; Gerbin DeJong, et al., The Independent Living
Model of PersonalAssistance in NationalLong-Term-Care Policy, 16 GENERATIONS 89, 89 (1992); Lori
Simon-Rusinowitz & Brian F. Hofland, Adopting a Disability Approach to Home Care Services for
Older Adults, 33 GERONTOLOGIST 159 (1993).
70. Batavia, supra note 56, at 19.
71. See Kapp, supra note 13, at 65-66; Batavia, supra note 56, at 19.
72. See Batavia, supra note 56, at 19.
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and support." The independent living model gives consumers considerable
control over their PAS; accordingly, consumers interview, train, direct,
manage, and, when necessary, dismiss personal assistants.7 4 The model allows "informed consumers to assess their own needs, determine how and
by whom these needs should be met, and monitor the quality of services" 7 5
Personal assistants are trained and supervised by consumers, not health
care professionals. Personal assistants are accountable to the consumers,
and not to supervising health care professionals or agencies.7 Additionally, consumers direct personal assistants as to the ways in which assistants
can help consumers meet their needs. Evidence exists indicating that consumer-directed personal assistance services provided under the independent living model have a positive effect on the health and functional
capacity of these consumers with functional limitations.
Access to PAS is one of the "foundational policy issues of the independent living movement, in which disability rights advocates have struggled
for [more than forty years] to empower people with disabilities to live independently in their communities, rather than in institutions."" Advocates
of the independent living model believe "that individuals living with disabilities are principally "handicapped" by environmental barriers, such as
lack of adequate access to appropriate long-term care services, rather than
by their own impairments or disabilities;" so, if these barriers are removed,
these individuals will be capable of managing their own lives.s0 In the
United States today, these barriers are slowly being removed. More and
more individuals with disabilities are becoming aware of alternatives to institutionalization. Most importantly, however, the general public and
health care providers are becoming increasingly cognizant of the need to
respect the autonomy, dignity, and independence of persons with disabilities with regard to their making decisions about their own care.
The independent living model is not without its disadvantages. This
model "works best for those who are willing and able to assert control over
their lives in the management of a complex consumer-provider relationship,"" and many individuals are simply unable to assert this control. Critics of the model assert that, "quality of care will suffer, the number of
people applying for benefits will increase dramatically, and frail consumers
73. DeJong, et al., supra note 69, at 90.
74. Kapp, supra note 13, at 65; Batavia, supra note 56, at 19.
75. Batavia, supra note 56, at 21.
76. Batavia, supra note 56, at 21.
77. DeJong, et al., supra note 69 at 90.
78. Margaret A. Nosek, Personal Assistance: Its Effect on the Long-term Health of a Rehabilitation Hospital Population, 74 ARCH. PYrs. MED. REHAB. 127, 127-29 (1993); Lois M. Verbrugge, et al.,
The Great Efficacy of Personal and Equipment Assistance in Reducing Disability, 87 AM. J. PUB.
HEALTH 384, 391 (1997).

79. Batavia, supra note 56, at 20.
80. Kapp, supra note 13, at 65.
81. Batavia, supra note 56, at 23.
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will have difficulty in resolving the myriad of issues that come with managing one's own care. "82 However, these assertions seem to be nothing more
than "exaggerated concerns raised by health care providers who are
threatened economically by [this] model."" Other opponents recognize
the advantages of having a relatively stable source of care in the homes of
those with functional limitation, but fear that stress will eventually take its
toll on those providing care.' Individuals with functional limitations appreciate and understand these concerns; nonetheless, they contend that
these concerns are secondary to the rights of individuals to make decisions
about their own care.
PAS under the independent living model is certainly not an option for
all individuals needing long-term care. Most home and personal care is
part-time only, generally provided in segments of eight hours or less per
day, and usually not every day. Therefore, family and friends are often
called upon to supplement the services of paid caregivers.8 6 Individuals
lacking "support networks and persons whose medical needs require more
than a few hours of professional intervention per day," however, will find
informal in-home care ineffective.8 ' However, in the right circumstances,
in-home care can enable those needing long-term care to remain at home
as long as possible, which is the desire shared by the overwhelming majority of this population."
At the heart of the independent living model is the belief that the patient-consumer controls what type of care is delivered and by whom. One
consumer, for example, may decide upon formalized, agency-directed services and support, rather than employing her own personal assistant and
managing her own care, while another may choose to hire and utilize the
services of a personal assistant. The crux here is not the outcomes of the
choices made, but the right to make choices. Persons with disabilities are
exercising this right to choose, and many are choosing to live as independently as possible in the community.
B.

Paying for Long- Term Care Services and Support

1. Financing Institutional Care
People with disabilities and the elderly who are unable to independently care for themselves long-term must rely on others to help care for
them; and, this care is extremely expensive. Studies show that the nation's
long-term care spending was about $150 billion in 199889 and had increased
82. Batavia, supra note 56, at 22.
83. Batavia, supra note 56, at 22.
84. Nosek, supra note 76, at 129.
85. Kaplan, supra note 33, at 418.
86. Frolik, supra note 55 at 12-13.
87. Kaplan, supra note 33, at 412.
88. Lawrence A. Frolik & Richard L. Kaplan,
4th ed. 2006).
89. Feder et al., supra note 17, at 41.

ELDER LAW IN A NUTSHELL

189 (Thomson/West
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to about $ 230 billion in 2008.90 The largest source of financing for US
long-term care is Medicaid, the joint federal-state health program for the
poor. 91 In fact, more than 40 percent of paid long-term care is funded by
federal and state governments under the Medicaid program,9 2 which
equates to about $100 billion or one-third of Medicaid's overall budget."
"About one in five Medicaid long-term care dollars pays for support in the
home and community, while the balance pays for institutional care." 94 A
number of trends have seemingly converged to create this overwhelming
dependence upon public assistance." For instance, many seniors and persons with disabilities "do not have private long-term care insurance," and
the majority "lack sufficient financial resources to pay the high cost of longterm care."9 6 In the meantime, a number of these individuals just "ignore
the need to plan for long-term care expenses," and, therefore, "enroll in
Medicaid" when they have run out of resources."
"While statistics vary by state, almost two thirds of all nursing home
residents nationwide," which corresponds to more than one million people,
"receive Medicaid benefits." 98 "Since Medicaid is a means-tested program,
beneficiaries must meet specific assets and income criteria." 99 The categorically needy (those receiving Supplemental Security Income federal cash
benefits) are automatically eligible for such benefits, although some states
have more restrictive standards.'00 In addition, most states allow others to
become eligible for Medicaid if they "spend down their income and assets"
on long-term care services. 0 ' Essentially, individuals with too many assets,
but not enough to cover the tremendous costs of institutional care, must
voluntarily impoverish themselves in order to become Medicaid-eligible.102
Due to the high cost of institutional long-term care services and supports,
coupled with the fact that most Americans do not adequately plan for their
long-term care needs, "people who are presently well-off in our society
90. Iglehart, supra note 34 at 8.
91. See Jon M. Zieger, The State Giveth and the State Taketh Away: In Pursuit of a Practical
Approach to Medicaid Estate Recovery, 5 ELDER L.J. 359, 361-62 (1997).
92. Hartman, et al., National Health Expenditure Accounts Team. National Health Spending to
Lowest Rate of Overall Growth Since 1998, 28 HEALTH AFFAIRs 246-61; Iglehart, supra note 34, at 8.
93. Seth J. Chandler, Long Term Care: The Next HealthcareFrontier,19 ANNALS OF HEALTH L.
19, 20 (2010).
94. Iglehart, supra note 34 at 8.
95. Dick, supra note 47, at 382.
96. Dick, supra note 47, at 382.
97. Dick, supra note 47, at 382.
98. Dick, supra note 36, at 383; Rochelle Brobroff, Judicial Deference to Fed. Gov't Erodes Medicaid Prots.for Elderly Spouses Impoverished by the High Costs of Nursing Home Care,29 WM. MITCHELL L. REV. 159, 162 (2002); Nancy A Krauss & Barbara M. Altman, Research Findings #5:
Characteristics of Nursing Home Residents, 1996 (Agency for Healthcare Research & Quality Dec.
2004), at http://www.meps.ahrq.gov/data files/publications/rf5/rf5.shtml.
99. Dick, supra note 47, at 382.
100. Ng et al., supra note 18, at 23.
101. Feder et al., supra note 17, at 44; Gleckman, supra note 36, at 2. See 42 U.S.C. § 1396p (2010)
(codifying Medicaid spend down provisions); Chandler, supra note 93, at 20; Kenneth Hubbard, Note,
The Medicaid Cost Crisis: Are There Solutions to the Fin. Problems Facing Middle-Class Americans
Who Require Long-Term Health Care, 43 CLEV. ST. L. REV. 627 (1995).
102. See generally Batavia, supra note 56.
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have good reason to fear that a lengthy nursing home stay could destroy
them financially.""o'
Long-term care institutions "are expensive to operate because they
care for very impaired" residents.10 4 Today, the average cost of a privatepay, single room in a nursing home is estimated to be about $70,000 75,000 per year,' and the average Medicaid rate is "estimated to be $151
per day, or about $55,000 annually . . ."106 Historically, these facilities were
places where seniors and individuals with disabilities would go to rest and
live out the remainder of their lives. Today, these facilities are more or less
mini hospitals, where skilled professionals care for extremely sick individuals. Accordingly, about 39 percent of institutional recipients, presumably
those who are most sick, account for about 61 percent of total Medicaid
long-term care spending, or about $140 billion.' 0 7 Growing budget deficit
pressures, however, are likely to limit Medicaid benefits for institutional
services and supports; thus, the elderly and persons with disabilities will
find it difficult to support their own long-term care needs.
2.

Financing Home and Community-Based Care

There is a growing demand for by individuals to remain in their homes
rather than live in institutions.' 0 Medicaid, besides being a major payer
for institutionalized long-term care, also pays long-term care benefits to
individuals living in the community. It is important to point out that Medicaid's "programs offering noninstitutional long-term-care vary widely from
state to state and even from one disability group to another."109 In 2006,
there were approximately three million individuals receiving Medicaid
home and community services." 0 Medicaid spending for these services is
estimated to be slightly more than $40 billion."' Despite the large number
of individuals covered and the exorbitant amount of Medicaid dollars
spent, Medicaid does not require states to provide long-term home or community care.112 Nonetheless, many states do "offer some Medicaid homecare benefits, [but] such assistance tends to be limited.""' Because of the
coverage variations, the needs of many individuals are unmet in some
places and in some population groups." 4 For example, many states "have
103. John A. Miller, Voluntary Impoverishment to Obtain Government Benefits. Cornell Journal of
Law and Public Policy, 13 CORNELL J. L. & Pun. POL'Y 81, 91 (2003).
104. Kaplan, supra note 33, at 415. See id. at n. 58 ("The average charge for a semi-private room
was $171.32 per day or $62,532 per year.").
105. Gleckman, supra note 36, at 2. See 42 U.S.C. § 1396p (2010) (codifying Medicaid spend down
provisions); Kaplan, supra note 13, at 415.
106. Ng et al., supra note 18, at 26.
107. Ng et al., supra note 18, at 26-27.
108. Ng et al., supra note 18, at 24.
109. Kaye et al., supra note 19, at 20.
110. Ng et al., supra note 18, at 24.
111. Ng et al., supra note 18, at 24.
112. Gleckman, supra note 36, at 2.
113. Gleckman, supra note 36, at 2.
114. Feder et al., supra note 17, at 42; Kaye et al., supra note 19, at 20.
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long waiting lists for home-based care.11 5 Consequently, in order to receive
Medicaid benefits, many "frail elderly" and "other adults with disabilities"
must move into institutional facilities.1 16
Medicare, the federal program for the elderly and disabled, covers
many of the costs of acute medical care, but only tangentially covers some
long-term care services; thus, support for long-term care falls largely
Medicare covers only "short-term skilled
outside Medicare's scope.'
nursing and home health care, following a hospitalization;"' and, unlike
Medicaid, Medicare does not pay for non-skilled care, such as that care
delivered by a family member or friend. 119 Examples of services covered
by Medicare include "physical and occupational therapy,1 20 medical supplies, 12' and 'part-time or intermittent' nursing care."122 "Medicare does
not cover around-the-clock, or even all-day, in-home care." 123 On average,
Medicare's "coverage is limited to only about four hours of assistance per
day and requires ongoing coordination with a supervising agency and a
physician. "124
Since government-funded coverage of noninstitutional long-term care
is unavailable to many elderly individuals and persons with disabilities, the
cost of this care must be borne by the patient consumers. The out-ofpocket cost for home care is substantial and can essentially consume an
individual's entire savings. In fact, patient consumers pay an estimated $20
million annually on noninstitutionalized services and supports. 125 The median monthly payment for long-term care services and supports for community residents is estimated to be about $928.126 A great deal of this is spent
on services provided by homemakers and home health aides. Today, it is
estimated that the cost for homemaker services (this may include assistance
with personal hygiene, laundry, light housekeeping, etc.) is about $17 per
hour1 27 and the cost for home health aides (more skilled individuals who
may perform activities such as checking temperature, changing surgical
dressings, administering prescribed medications, etc.) ranges from about
$20 to $25 dollars per hour. 12 8 Yet, strikingly, only 13 percent, of the longterm-care population living in the community - approximately 1.4 million
adults - use paid helpers. 12 9 Accordingly, those who neither qualify for
115.
116.
117.
118.
119.
120.
121.
122.
123.
124.
125.
126.
127.
128.
129.

Gleckman, supra note 36, at 2.
Gleckman, supra note 36, at 2.
Feder et al., supra note 17, at 41; Dick, supra note 47, at 381.
Iglehart, supra note 34, at 8.
Feder et al., supra note 17, at 41.
Kaplan, supra note 13, at 418.
Kaplan, supra note 13, at 418.
Kaplan, supra note 13, at 418.
Kaplan, supra note 13, at 418.
Kaplan, supra note 13, at 418.
See Iglehart, supra note 34, at 8.
Kaye et al., supra note 19, at 18.
Kaplan, supra note 13, at 412.
Kaplan, supra note 13, at 412; Gleckman, supra note 36, at 2.
Kaye et al., supra note 19, at 15.
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government assistance nor pay for hired help out-of-pocket must rely on
family and friends to provide needed care.
"Well over half of all long-term care is informal, unpaid assistance provided" by family and friends in the community, without any direct costs to
the government. 13 0 "The vast majority of the long-term-care population
with access to unpaid help appears to use it, and use it almost exclusively."' 3 1 A study released in 1997 estimated "that over 27 million people
served as informal caregivers [,] [. . .] providing the economic value of $196

billion in uncompensated services." 13 2 Another study from 2002 "found
that approximately forty-five million Americans provide some form of
long-term care to friends or relatives."' 3 3 A third study conducted by
AARP in 2007 estimated the economic value of informal, unpaid assistance
provided by family and friends was $375 billion.' 34 "Private resources" certainly appear to be "shouldering a significant portion of the nation's longterm care needs, albeit through the direct provision of services to loved
ones

rather than

through

cash

payments

to

[.

.

.]

professional

35

caregiver[s]."1 Nonetheless, the obligation to support a loved one can
place an enormous emotional and economical burden on families and
friends.13 6
Medicaid can no longer remain the primary payer source for long-term
care, whether it is in an institution or in the community. In the near future,
long-term care costs are expected to rise, 3 7 and the number of elderly
Medicaid beneficiaries is expected to grow as the nearly 77 million baby
boomers enter old age.138 Hence, financing long-term care in the future is
going to become an even greater challenge than it is today. In order to
prepare for this challenge, everyone, including those who are temporarily
"able-bodied," must educate themselves about the challenges of paying for
long-term care. Interestingly, AARP conducted a survey of Americans
aged 45 and older that demonstrated just how little we really know about
the realities of long-term care financing. 1 3 9 The study revealed that 55 percent "of respondents thought that Medicare covered long-term nursing
home costs' 4 0 and that 41 percent thought Medicare covered assisted living
facility expenses."' 4 ' Americans are also uncomfortable discussing or even
thinking about long-term care financial planning; therefore, many choose
130. Dick, supra note 47, at 401; Gleckman, supra note 36, at 1. See id. at n. 4 ("In a separate
study, House and Gibson estimated the value of unpaid family care at more than $350 billion in 2007").
131. Kaye et al., supra note 19, at 20.
132. Batavia, supra note 56, at 18.
133. Dick, supra note 47, at 401.
134. Gleckman, supra note 36, at 1.
135. Dick, supra note 47, at 402.
136. Dick, supra note 47, at 402.
137. Dick, supra note 47, at 383. See id at n. 34 ("The cost of long-term care rises by 8 percent
each year").
138. Dick, supra note 47, at 383.
139. Kaplan, supra note 13, at 448.
140. Kaplan, supra note 13, at 448.
141. Kaplan, supra note 13, at 448.
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to simply ignore the problem. Unless these behaviors change, most elderly
individuals and persons with disabilities "will continue to depend on family
resources for informal care until their care needs escalate."1 42 "They will
then expend their own funds until they are essentially destitute" in order to
qualify for benefits under Medicaid.143 However, if the Medicaid coffers
are empty, where will these folks turn for assistance?
V.

LONG-TERM CARE INSURANCE

A.

The Landscape Today

Although "private long-term care insurance [has] widely been available in the United States" for many years, participation remains very low.144
Today, it is estimated that there are only about seven to nine millionl 45
private policies in force, covering roughly ten to seventeen percent of those
ages 65 and older earning at least $20,000 each year.146 Many explanations
have been offered as to why more individuals are reluctant to purchase
such insurance. The most frequently given explanation is cost - the insurance is simply too expensive.14 7 Moreover, the majority of potential-consumers do not consider long-term care insurance sufficient valuable in light
of its cost.148 Many consumers believe that they will not be liable for costs
associated with long-term care; instead, they believe that the government
(via the Medicare and/or Medicaid programs) and/or their private health
insurance plans will cover costs if the need for long-term care arises.149
Another explanation given is that potential-consumers underestimate the
risk of needing long-term care services and supports. 50 Slightly more than
fifty percent of non-buyers do not believe they are at risk for needing such
care; yet, "about seventy percent of those who turn age 65 will have longterm care needs at some point in their lives (with a slightly smaller portion
requiring paid services)."' 5 ' Finally, lack of willingness of non-buyers to
plan for long-term care needs that may occur many years in the future has
been provided as another explanation. The government anticipates that
Americans will dispose of past concerns about long-term care insurance
and embrace the CLASS Act.
142.
143.
144.
145.
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B. Disability Model Preferred

The CLASS Act, which becomes effective on January 1, 2011, adheres
to the foundational premise behind the disability model, which is that consumers must have the power to be able to decide which services and supports are best suited to meet their long-term care needs. 15 2 This model
begins with the principle "that long-term care and supports are primarily
designed" to improve a person's "quality of life, to help ensure as much
independence as possible, and to provide flexibility and choice to individuals" with functional limitations and their families.15 3 Under this model, individuals are directly provided with resources through a cash benefit or, in
some instances, some type of voucher system.154 Beneficiaries then use
these resources to purchase complementary services or supports.1 55 The
payment of benefits is then "triggered by demonstration of some level of
disability" (typically failure to perform two or more ADL's independently)
"or other measure of need for long-term care. "156
Proponents of the disability model, which appeals to working-age individuals with disabilities primarily, contend that it is superior to the indemnity model because it affords consumers flexibility when addressing their
individual needs.15 7 Moreover, the cash benefits provided under the disability model, as compared to indemnity benefits, "do not become obsolete
as the nature and scope" of needed beneficiary services and support change
over time.158 Simply stated, in the private market, cash benefits are superior. Additionally, beneficiary autonomy and dignity is respected under
the disability model; beneficiaries have the freedom to choose the types of
services and supports that best fit their individual needs, as well as the type
and number of caregivers who will provide such services and supports.
Opponents of the disability model assert that the key disadvantage of
this approach is the "difficulty in monitoring how the [cash is] spent and
ensuring quality of care and supports."1 5 9 Also, because beneficiaries generally receive cash under the disability model, the potential for fraud and
abuse exists. 160 Beneficiaries may be incentivized to claim a disability
when none exists in order to receive the cash benefits.16 1 "Consequently,
the initial determination and reassessment of disability level are critical to"
protect against misuse; but, "the disability determination process increases
the costs of this model."1 62 Another concern is that if family members or
friends are selected to provide care, they may then "use the cash for their
152.
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156.
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158.
159.
160.
161.
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Stone, supra note 34, at 99.
Stone, supra note 34, at 99.
Stone, supra note 34, at 98.
Stone, supra note 34, at 99.
Stone, supra note 34, at 99.
Stone, supra note 34, at 100.
Stone, supra note 34, at 99.
Stone, supra note 34, at 100.
Stone, supra note 34, at 100.

2010] LONG-TERM CARE SERVICES AND SUPPORT IN AMERICA

403

own purposes rather than provide assistance to the beneficiary."1 63 Other
critics indicate that families and friends of beneficiaries, who either provide
services and support to the beneficiaries or manage the care of beneficiaries, are often poorly equipped for the challenges of providing long-term
care; thus, these caregivers will need to be trained in both personal-care
skills and hiring and managing home care workers. Yet, "only a handful of
training programs are operational" in this country.16 4
The disability model has been used very successfully in some European countries.' 6 5 However, in this country, this model is solely followed
by the US Department of Veterans Affairs (VA). The VA's "Housebound
and Aid and Attendance Allowance Program[,]" which will mark its sixtieth year in 2011, "is the only federal program that uses a disability model to
cover long-term care benefits."16 6 This program provides cash grants to
veteran beneficiaries with functional limitations living outside institutions
or to their surviving spouses, rather than providing formal "homemaker,
personal care, and other supports."' 6 7 The CLASS Act will be the second
such program.
C.

The Landscape Tomorrow

1. The Community Living Services and Supports (CLASS) Act:
Overview of the Law
The CLASS Act, which was championed by the late Sen. Edward M.
Kennedy, has been touted as being "critically important to senior citizens
and other people experiencing disabilities."' 6 8 CLASS establishes a voluntary federal long-term care insurance program that will provide cash benefits to those individuals, regardless of their disability status, who have
worked for at least three years 69 since purchasing a CLASS policy and
who have paid the requisite premiums for a minimum of five years.1 70
Goals of CLASS include "provid[ing] individuals with functional limitations with the tools that will allow them to maintain their personal and
financial independence and live in the community,"' "alleviat[ing] burdens on family caregivers,"17 2 and respecting the dignity and autonomy of
the elderly and persons with disabilities by supporting the choices these
individuals make surrounding their long-term care needs. 7 3
163. Stone, supra note 34, at 106.
164. Gleckman, supra note 36, at 24.
165. See generally Stone, supra note 34, at 103-06.
166. Stone, supra note 34, at 106.
167. Stone, supra note 34, at 106.
168. Jacqueline Reis, Late Senator's Son Touts Health Reform; Disabilities Providers Expo at
DCU, TELEGRAM & GAZE-TE (Worcester, Mass.), Mar. 27, 2010 at A3.
169. Community Living Assistance Services and Supports (CLASS) Act of 2010, Pub. L. No. 111148, 124 Stat. 119, § 3202(6)(A)(ii).
170. Id. at § 3202(6)(A)(i), 3203(a)(1)(B).
171. Id. at § 3201(1).
172. Id. at § 3201(3).
173. See generally id. at § 3201(4).
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CLASS program is financed through voluntary payroll deductions
only, and will never be financed by taxpayer funds.17 4 An amount equal to
the monthly premium will be deduced from the wages or self-employment
income of enrollees 75 who are at least 18 years of age 7 6 and actively employed."7 Alternative enrollment procedures will be provided to those individuals who are self-employed, 7 s who have more than one employer,17 9
or whose employer chooses not to participate in the automatic enrollment
process. 8 0 Individuals are automatically enrolled in the program;' however, they may waive enrollment in the CLASS program. 8 2 If an individual elects not to enroll in the program initially, she may then only enroll in
CLASS, if she so chooses, during the next available open enrollment period, which will be no sooner than two years after the initial enrollment
period.18 3 Active enrollees are only allowed to disenroll from the CLASS
program (other than for failure to pay premiums) during annual disenroll-

ment periods. 184
Medical underwriting is neither used to determine an individual's
monthly premiums for enrollment in the program' 8 5 nor to prevent an individual from enrolling in the program.' 8 6 Yet, older buyers are expected to
pay higher premiums than younger buyers. Underwriting is used, however,
to determine premiums for enrollees who no longer hold the status of fulltime student. In this instance, the individual goes from paying a nominal
premium to paying a premium that applies to a similarly-situated individual
of the same age.' 8 Underwriting is also used to determine the premiums
for individual who reenroll in the CLASS program after at least a five-year
hiatus. The individual's new monthly premium generally will be the ageadjusted premium that is applicable to an initially-enrolling individual who
is the same age as the reenrolling individual.'"8
The Secretary of the Department of Health and Human Services
(HHS), beginning with the first year of the CLASS program (January 1,
2011), and for each year thereafter, must establish the premiums to be paid
by enrollees for that year based upon an actual analysis of the 75-year costs
of the program that ensures program solvency throughout the 75-year period.'8 9 A few individuals, such as those living below the poverty line' 90
174.
175.
176.
177.
178.
179.
180.
181.
182.
183.
184.
185.
186.
187.
188.
189.

Id. at § 3208(b).
Id. at § 3204(e)(1).
Id. at § 3204(c)(1).
Id. at § 3204(c)(3).
Id. at § 3204(a)(2)(A).
Id. at § 3204(a)(2)(B).
Id. at § 3204(a)(2)(C).
Id. at § 3204(a)(1).
Id. at § 3204(b).
Id. at § 3204(g)(1).
Id. at § 3204(g)(2).
Id. at § 3203(b)(3)(A).
Id. at § 3203(b)(3)(B).
See generally id. at § 3203(b)(1)(D).
Id. at § 3203(b)(1)(E).
Id. at § 3203(A)(i).

2010] LONG-TERM CARE SERVICES AND SUPPORT IN AMERICA

405

and actively-employed, full-time students under the age of twenty-twol91
will only be required to pay a nominal amount, and not the premium determined by the Secretary. Furthermore, once an individual enrolls in the
CLASS program her out-of-pocket premium will remain unchanged as
long as the individual remains an active program enrollee unless it is determined that premiums must be adjusted in order to keep the program actuarially sound. 192 Premium increases do not apply to enrollees who are 65
years of age and older,1 93 who have paid premiums for CLASS enrollment
for at least twenty years,1 94 and who are not actively employed.19 5
CLASS benefits are triggered upon the determination by a licensed
health care practitioner that a program enrollee has a functional limitation
that is expected to last for a continuous period of more than 90 days. 196 In
such a situation, the health care practitioner determines that an enrollee is
unable to perform, without assistance, at least the minimum number (which
may be two or three) of ADL's' 97 or the enrollee has considerable cognitive impairment that requires substantial supervision to protect the enrollee's wellbeing.19 8 Once it is established that benefits should be paid,
the eligible plan beneficiary receives a cash payment, either daily or
weekly,' 99 of at least $50 per day20 0 for as long as the beneficiary is considered functionally limited under the program. 20 1 In order to continue receiving cash benefits under the program, beneficiaries will periodically be
required to "recertify" by submitting documentation of continued functional limitations.20 2 Additionally, the cash benefit varies depending upon
the severity of the beneficiary's disabling condition.2 03 Benefits may be
rolled over from month-to-month, but not from year-to-year. 20 4
Cash benefits for a program beneficiary are paid into a Life Independence Account.2 0 5 Such benefits must be used to purchase nonmedical services and supports necessary to assist the beneficiary maintain her
independence at home or in another residential setting of her choice in the
community. Examples of nonmedical services and supports include, but
are not limited to, home modifications, accessible transportation, homemaker services, and assistive technology. These benefits may also be used
to obtain assistance with medical care decision-making, such as the right to
190.
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formulate an advanced directive or the right to accept or refuse medical or
surgical interventions.2 0 6 Beneficiaries are not prohibited from compensating family members who provide them with community living assistance
services and support.2 0 7
A CLASS beneficiary enrolled in Medicaid who is either hospitalized
or resides in an institutional setting, such as a nursing homes or facility for
persons with cognitive challenges, is permitted to keep five percent of the
daily or weekly cash benefit paid to her via the program. The remaining 95
percent of the benefits are paid to the hospital or institution that provides
care to the beneficiary in order to minimize Medicaid dollars spent on the
beneficiary's care.2 08 A CLASS beneficiary enrolled in Medicaid for home
and community based services is permitted to keep fifty percent of the
daily or weekly cash benefit paid to her via the program. The remaining 95
percent of the benefits are applied toward the cost to the state of providing
such assistance to the beneficiary.2 09
2.

CLASS Advantages and Challenges
Advocates of the elderly and persons with disabilities believe that the
insurance program provided under the CLASS Act is a step in the right
direction. These advocates contend that individuals with functional limitations will no longer be forced into unwanted and unnecessary institutionalization. Instead, these individuals will now have the choice to live
independently in their homes and in the community; and, thereby they will
continue to be active in their communities and to be productive members
of society. Moreover, the dignity and autonomy of the elderly and persons
with disabilities is honored by empowering them to decide how to manage
their own long-term care needs. Senator Kennedy stated that, "Too often,
[these individuals] have to give up the American Dream - the dignity of a
job, a home, and a family - so they can qualify for Medicaid, the only program that will support them."21 0 Proponents of the Act also believe that
the CLASS program will have a positive impact on the struggling Medicaid
program by reducing the amount of Medicaid dollars spent on long-term
care services and support. Under the Act, CLASS dollars will be spent on
such care, as opposed to Medicaid dollars.
Some scholars contend that many factors exist that will likely hinder
the success of the CLASS program. Because enrollment is voluntary, a
number of critics believe that many healthy young and middle-aged individuals will decide to opt out of the program, leaving only the elderly, the
sick, and the disabled to pay into the program. Critics anticipate the participation rate to be extremely low. Consequently, if the young and healthy
206. Id. at § 3205 (c)(1)(B).
207. Id. at § 3205(g).
208. Id. at § 3205 (c)(1)(D)(i)
209. Id. at § 3205 (c)(1)(D)(ii)(I).
210. Frank Paflone. Jr., Kennedy-Pallone-Dingell Open Doors of Opportunity by Helping Individuals Overcome Barriers to Independence, Mar. 25, 2009, http://www.house.gov/list/press/nj06_pallone/pr
mar25_classactintro.html.
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do not subscribe, the CLASS program faces the critical problem of adverse
selection, which could potentially drive up premiums and further discourage these low-risk, middle-class purchasers.2 1 1 Premiums may also be
driven up due to the absence of medical underwriting. 212 Additionally, the
provision of cash benefits under the program has caused some to fear that
individuals with functional limitations and their families are ill-equipped to
handle the challenges of long-term care. Others fear that nursing homes,
especially those filled with primarily Medicaid residents, who have negotiated fees with the government, will choose to raise prices. 213 Finally, the
$50 per day benefit is considered to be insufficient to cover the exorbitant
costs associated with long-term care.214
VI. CONCLUSION
As Americans age, and as our troops come home from overseas, the
need for long-term services and supports is likely to escalate. We, as a
country, need to be able to accommodate these growing needs. It is time
for us to take control of our own destiny, as best as we can, and plan for
our future. We need to overcome our fears and start having conversations,
with family members, financial consultants, and our attorneys about growing old and what that means for us personally and for our loved ones. We
need to become more educated about our long-term care options and how
such care is financed. We need to adequately train individuals with functional limitations living in the community, as well as their family members,
to manage their own long-term care services and supports. We need to
honor the autonomy, independence, and dignity of individuals with disabilities by empowering them to take control of long-term care needs.
It is too soon to state with certainty that CLASS will succeed (or fail).
Individuals on one side of the political aisle believe that CLASS is the answer to our prayers involving long-term care, while those on the other side
of the aisle believe that CLASS is nothing more than a Ponzi scheme and
will be insolvent after ten years.215 However, one thing is certain - in order
for the CLASS program to succeed, at least some healthy young Americans must recognize the importance of long-term care planning and participate in order to prevent adverse selection from bankrupting the program.
Only time will tell.
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